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Executive summary

The Covid-19 pandemic has exacerbated the
already existing inequity in population mental
health in the UK (1). Inequity exists in levels
of diagnosable mentalillness, in experiences
of mental distress, and in our chances of
mental wellbeing. Recent intelligence suggests
those most likely to experience worse mental
health impacts in relation to the pandemic
include those with pre-existing mental illness,
young people, women and some racialised
communities (2-4).

Despite this, longstanding limitations in mental
health research mean that we do not have the
necessary evidence to inform responses to the
population’s increasing and starkly unequal
mental health needs.

Major gaps in mental health research relevant
to Covid-19 include:

e Mental health research investment is not
prioritised compared to physical health

e The funding we do have is skewed towards
scientific and clinical research, with less
funding for research on prevention or social
interventions (5)

e Thereis inadequate routine data on mental
health to measure inequalities in wellbeing
or distress, or their social and economic
determinants. A variety of new studies
have emerged in the wake of Covid-19 but
these do not allow measurement of change
since before the pandemic, and may have
sacrificed aspects of quality for speed (6) (7)

e There are not enough collaborative
partnerships in place for research with
groups of people facing the greatest risks,
including racialised communities, children
and young people, and people with pre-
existing mental health conditions or with
learning disabilities. These groups are too

often overlooked in surveys and research (5).

The evidence base for public health and
community interventions that promote mental
wellbeing, resilience and social connectedness
is underdeveloped. This limits the potential

for policymakers to effectively deploy whole

population mental health promotion and
prevention approaches. We lack existing
infrastructure for national leadership and
cross-sector collaboration to ensure a rapid
and comprehensive response. There have
been recent steps to address some of these
shortcomings, including development of a
better-balanced national mental health research
strategy (8). It is essential that leadership and
infrastructure for collaboration is in place to
ensure that the strategy is implemented. The
system needs to be fit for purpose.

Our ambition is to improve mental health
research for all, now and in years to come, with
no one left behind.

If we do not address current weaknesses in the
mental health research system, these could
worsen the existing inequity in mental health
outcomes in the UK today. This requires action
from those who fund, carry out, influence

or use research, across several sectors and
disciplines, working together (9, 10). We cannot
achieve meaningful and inclusive cross-sector
change without recognising the added power
that those who set the agenda and fund
research have in influencing this system.

We must acknowledge the subtle sources of
power held by those who are in the majority
or with professional status. Barriers such as
structural racism, differences in professional
perspectives and competition for resources
can prevent research from reflecting the needs
of the people and parts of the system that are
currently underrepresented.

This paper is a starting point from which we
hope true change can happen: to create a
research system better aligned to addressing
the greatest need; one where different ways of
looking at a problem are valued and integrated,
where no one’s perspectives are forgotten,
silenced or dismissed. We acknowledge that
this change cannot happen overnight. But

we can all take action now to influence the
direction of travel and improve mental health
research for all.
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We propose the following actions to help us to
achieve our shared ambitions for the future:

1. Better representation: Research funders and
producers must ensure wider representation
of groups and communities that have been
silenced or overlooked. This can be achieved
through:

a. Measuring and enhancing ethnic
representation in datasets and research
funding, and increasing the expectation for
high quality work in this area

b. Enhancing representation of other key
dimensions of ‘invisibility’ in datasets,
including gender, sexuality, neurodiversity
and digital exclusion

¢. Improving the quality, quantity and value
of contribution that service users and
those with diverse lived experience can
make, from agenda setting, providing peer
review, making or influencing decisions on
publication, and communicating findings
and recommendations.

2. Equalise opportunities to create, share

and use knowledge: Research funders and
producers must invest in widening the range of
people and organisations that can get research
funding and build their research capacity. This
can be achieved through:

a. Investing in research infrastructure and
skills development in academia, statutory
services and the voluntary and community
sector that allows meaningful two-way
engagement with communities and, where
possible, coproduced and participatory
research

b. Developing values-based research funding
that identifies equity, accountability, trust
and partnership as core considerations of
good mental health research

c. Creating opportunities for non-traditional
organisations, especially those that are
user- or survivor-led, and those bringing
alternative and complementary research
models, to access research funding

d. Providing gateway educational
opportunities to help people with diverse
identities and backgrounds become
involved in and, where possible, lead
research

e. Increasing training opportunities to support
clinical academics across the whole mental
health workforce

f. Widening the target audiences for research
communication activities outside academic
journals and conferences: to engage with
people, communities, policymakers and
practitioners to create ‘on the ground’
change.

3. Developing research in key areas: Research
funders and policymakers must ensure
resources are targeted towards key areas that
will help to build the evidence base for tackling
mental health inequalities. These include:

Early years, children and young people
Prevention and promotion

c. Using complex systems approaches to
improve population mental health.

4. Integrating different types of knowledge:
Research funders and producers must find ways
to bring together different types of knowledge
in the production of evidence to inform policy
and practice. This can be achieved through:

a. Across-sector programme of work to
develop a best practice framework for
policymakers and practitioners which
addresses the value of different forms of
mental health evidence

b. Investingin collaborative and joint datasets
that engage with social determinants of
mental health alongside other factors, and
which include data from varied sources

c. Piloting a new funding model to build a
more integrated approach to research
which values a wider range of evidence
and research. This could be tested within
one topic area to identify what works,
what hinders progress, and what helps to
overcome any barriers.
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Introduction

Following the onset of the Covid-19 pandemic,
the Royal Foundation of The Duke and Duchess
of Cambridge brought together experts and
representatives from the mental health sector
to form the Mental Health Research Group.

Its aim was to identify gaps in knowledge,
experience and understanding in order to
solve the complex challenges we face in
addressing mental health needs in the UK.
The independent group was chaired by Sarah
Hughes, Chief Executive of Centre for Mental
Health and Professor Sir Simon Wessely,
Professor of Psychological Medicine at King’s
College London and Psychiatrist at King’s
College Hospital. The group identified a
number of systemic issues that underlie the
challenges that exist and that stand in the way
of addressing those challenges.

This paper identifies and reflects on where the
system fails to respond to those who need it
most. We bring together opinions from experts
across the sector to explore how inequities and
gaps in mental health research limit our ability
to understand what works, for whom, and how,
and to address inequities in mental health. This
is not a systematic review of the literature and
so we cannot claim to cover every gap, but the
insights demonstrate how the system of mental
health research is working in practice and how
this could be improved.

In the development of the paper we

have consciously sought to consult with
representatives of community groups and

those with lived experience to explore these
issues and to highlight research led from
community and user-led perspectives. However,
a thorough consultation or true coproduction
was not possible within the time and resources
available. Therefore, despite our conscious
attempts to address this issue, we acknowledge
there are limitations in how those with lived
experience and from diverse community

groups (in particular those without additional
professional training) have been able to shape
this report. A list of the contributors to this work
can be found in the acknowledgements.

This report seeks to provide an overview and
recommendations based upon the expertise
and resources available. Addressing the
inequities in mental health research will require
collaborative efforts from across the system:
including funders, producers and users of
research working together. We want this paper
to mark the beginning of a step change in this
process. We hope it will create a new space

for a more equitable mental health research
economy to open up.
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The landscape for UK mental health research

Mental health research internationally is $15 (US) was invested in mental health research
underfunded compared to physical health: per Year of Life Lived with Disability compared
globally, 7.4% of health research investment has  to $755 for cancer and $77 for cardiovascular
been found to be for mental health, comparedto  disease and stroke (5). Overall the UK pattern
19.8% for cancer and neoplasms, and 8.9% for of mental health research funding is similar
cardiovascular/stroke/blood diseases (Figure to that of the global picture, with significant

1). When compared to burden of disease, only underinvestment in mental health research.

Figure 1: Analysis of UK research spending per burden of disease
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disability (Us$) Years of life lost
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Figure 2: Spread of research investment in the UK by type
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Figures 1 and 2 from (5): Woelbert, E., White, R., Lundell-Smith, K., Grant, J., & Kemmer, D. (2020). Reproduced
with permission from the International Alliance of Mental Health Research Funders
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Funding for mental health research in the UK
comes mainly from public sources (74%), but
26% of UK research is funded by charities

or philanthropic organisations (largely the
Wellcome Trust), a uniquely larger share than
in other countries where less than 5% came
from these sources, and the majority from
government or public funding sources (5).
Sixteen different public funders of research
and 52 different charities and philanthropic
organisations were noted as sources in the
UK (12). Across the overall analysis, scarcely
any research was funded by private/for profit
organisations. However, a previous analysis of
UK-based health research funding found that
public donations account for 2.7% of mental
health research funding — which, compared to
other conditions, is very low. In cancer research,
spending by fundraising charities makes up
68% of funding. In cardiovascular disease it is
41% and in dementia it is 28% (13).

Several imbalances exist within research funding:

e Reduced investment into clinical or applied
research compared to that linked with
understanding underlying mechanisms

¢ Underfunding of prevention compared to
research related to treating mental health
conditions

e Agreaterinvestment in adult over child or
youth mental health (5).

There are also certain topics such as self-harm,
suicide and personality disorder that attract less
funding despite significant associated morbidity
and mortality in the UK. Available analysis

does not highlight the geographical spread of
research within the UK, but contributors to this
report have highlighted underfunding of mental
health research in rural areas and those not
aligned with larger centres of research.

While each funder has their own focus, there
is @ move to work together towards developing
mental health research in key areas. A
collaborative set of Mental Health Research

Goals 2020-2030 has recently been announced
by five key UK mental health research funders:
NIHR, UKRI, Mental Health Research UK, MQ
Mental Health Research, and the Wellcome Trust
(see Figure 3) (8). Key goals set out include
research to:

¢ Halve the number of children and young
people experiencing persistent mental
health problems

¢ |Improve understanding of the links between
physical and mental health, and eliminate
the mortality gap

e Develop new and improved treatments,
interventions and support for mental health
problems

¢ Improve choice of, and access to, mental
health care, treatment and support in
hospital and community settings.

These goals acknowledge current inequities
including a need for focus on valuing
preferences and lived experience, addressing
mental health in non-clinical settings, and
addressing needs of diverse communities and
of children and young people.

The question remains as to whether the system
and landscape around mental health research
is “fit for purpose’ to achieve these priorities
over the next decade.

How is mental health conceptualised?

Researchers and practitioners interested in
mental health span the clinical disciplines of
psychiatry, psychology, nursing, social care
and public health. They also include wider
disciplines such as the humanities, arts and
philosophy. Knowledge and attitudes about
mental health, causes and appropriate ways
to address these, and whether diagnostic
categories of mental illness are appropriate or
not, may vary between and within disciplines.
This means there are challenges in establishing
a cohesive understanding across the system.
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Figure 3: UK Mental Health Research Goals

Research goal 1:
Research to halve
the number of
children and young
people experiencing
persistent mental
health problems.

Research goal 2:
Research to improve
understanding of
the links between
physical and mental
health, and eliminate
the mortality gap.

Research goal 3:
Research to develop
new and improved
treatments,
interventions and
support for mental
health problems.

Research goal 4:
Research to improve
choice of, and access

to, mental health
care, treatment and

support in hospital
and community
settings.

Target 1A: Increase knowledge of the aetiology, development
(including risk and protective factors) and progression of mental
health problems at key transition points across the life-course.

Target 1B: Increase research on effective mental health promotion,
prevention, treatment and support for children and young people
in education, community and health, including specialist mental
health, settings.

Target 1C: Increase research on implementation of effective
interventions in a range of settings to optimise outcomes. This
includes research on service delivery and organisational factors
influencing outcomes.

Target 2A: Research to strengthen our understanding of the
comorbidity of both mental and physical health problems. This
research should address clusters of health problems, underlying
mechanisms and progression, and societal and individual

risk and protective factors and in addition the implications for
treatment and support.

Target 2B: Research to improve the efficacy and effectiveness of
interventions for prevention and increase maintenance of good
physical health for people with mental health problems, or at
risk of developing mental health problems. The aim is to reduce
morbidity and excess mortality.

Target 3A: Research to investigate the mechanisms underlying
mental wellbeing, mental health problems and related behaviours
through use of markers from basic biological, psychological

and social science to understand how to improve treatments,
interventions and support.

Target 3B: Develop and implement new and improved treatments,

interventions and support, including medical, social and psychological

approaches to increase patient choice and greater personalisation.

Target 3C: Develop and evaluate effectiveness of digital
interventions that complement and supplement face to face
interventions for prevention, support and recovery.

Target 4A: Research to understand the barriers to help-seeking
and service access, and to delivery of mental health services
and other support in diverse settings and across different
communities.

Target 4B: Research to accelerate the implementation of existing
best evidence at the population and individual level. In addition,
implement evidence on how patient choice and joint decision-
making make a difference to outcomes in routine care.

Target 4C: Increase research to inform strategies for tackling
social and health inequalities to improve public mental health.
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Many argue that a biomedical and scientific
rationalist perspective (where evidence of
structurally identifiable change in the body or
statistically confirmed findings are valued as
‘true’) is the dominant model that influences
health sciences. Mental health research

does not always fit well into a biomedical or
rationalist approach and this may be reflected
in the underfunding of mental health research
compared to physical health (14). The tension
between different ways of understanding
mental health is perhaps also reflected in the
fact that the majority of international funding
(56%) is towards research attempting to
understand underlying mechanisms of mental
health rather than that directly associated with
improving it (5).

This group understands mental health research
to cover not only diagnosable mental illness,
but experiences of mental distress, and more
positive aspects of mental wellbeing.

World Health Organisation definition

Who influences mental health
research in the UK?

Funders are not the only influencers of how
research is ‘done’. Universities are the main
producers of research. Alongside them,
structures have been put in place to encourage
broader collaboration across academia,

policy and practice and make use of local
knowledge and organisations. These include
the National Institute for Health Research
(NIHR) led Academic Health Science Networks
and Applied Research Collaborations. The

UK Research Institute (UKRI) Mental Health
Research Networks initiative is aimed at
forming meaningful academic and community
research partnerships and also increasing

the disciplinary diversity of input to mental
health research. There are also initiatives that
form community research partnerships such
as the Synergi Collaborative, Black Thrive
Global and Thrive London; and service user led
research such as work carried out by the McPin
Foundation.

“Mental health is more than just the absence of mental disorders or disabilities.

Mental health is a state of wellbeing in which an individual realizes his or her own abilities, can
cope with the normal stresses of life, can work productively and is able to make a contribution

to his or her community.

Mental health is fundamental to our collective and individual ability as humans to think, emote,
interact with each other, earn a living and enjoy life. On this basis, the promotion, protection
and restoration of mental health can be regarded as a vital concern of individuals, communities

and societies throughout the world.”
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Academic Health Science Networks

There are 15 Academic Health Science Networks (AHSNs) across England, established by

NHS England in 2013 to spread innovation at pace and scale and to integrate research

into improving health and generating economic growth. Each AHSN works across a distinct
geography serving a different population in each region. The AHSNs connect NHS and academic
organisations, local authorities, the third sector and industry.

NIHR Applied Research Collaborations

NIHR Applied Research Collaborations (ARCs) support applied health and care research that
responds to, and meets, the needs of local populations and local health and care systems.
These 15 local partnerships between NHS providers, universities, charities, local authorities,
Academic Health Science Networks and other organisations also undertake implementation
research to increase the rate at which research findings are implemented into practice.

UK Research & Innovation Networks

In 2018, UK Research & Innovation (UKRI) funded 8 mental health research networks. These
networks are formed of academics, clinicians, third sector representatives and those with lived
experience, amongst others. They tackle a variety of mental health research subjects, ranging
from youth mental health to violence and abuse, to loneliness and social isolation.

Contributors noted that organisational rules
and regulations, including those set by research
funders, could at times limit the success of
these initiatives and reduce their ability to be
truly collaborative spaces.

This can be exacerbated by the hierarchical
and competitive environment within academia
and difficulties in career progression. This can
hold back research areas or methodologies that
do not neatly fit into established programmes
of work, leading to replication rather than
expansion into new areas. These examples
highlight the interplay between how funders
set the research agenda and how universities
and academics may fulfil it and, in so doing,
limit the diversity and originality of grant
applications.

Users of mental health research are a broad mix
of communities, clinicians/practitioners and
policymakers. Some will be actively involved

in research themselves and are well placed to
influence and conduct research, being close

to points of decision-making, care and lived
experience. In reality, most actors will take up
multiple roles in influencing, developing and
using (or not using) research, and the public,
including media organisations and social media
users, can also shape agendas and priorities in
the system.

Another powerful influencer in health research
is academic journals. One contributor to this
report noted that results which were seen as
‘objective’ or ‘precise’ were valued by journals
and so more likely to get published than those
which may be important to communities. This is
an important reminder that the ways research
gets communicated and translated into policy
and practice are as important as the research
itself. Addressing inequalities in mental health
research will mean looking at alternative routes
to publishing and communicating the results.
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Reflection

A clinician noted that whilst many recognised the limitations of medical categories of mental
illness, stepping away from these in the field of research left a lack of structure which they
found too anxiety-provoking to work with. This raises the question of whether those working
in the field and funding projects need to foster a greater capacity to work with the uncertainty
that exists within mental health research. This could allow new ways of understanding to
develop, including outside of clinical disciplines. Further work may be needed to strengthen
alternative concepts and measures of illness to challenge use of diagnoses where they are not
appropriate. For example, the ‘trauma-informed’ conceptualisation of mental health became
more acceptable and integrated into research following quantitative research on the longer-
term impacts of childhood adversity.

This also links to a wider existing debate of whether fewer standardised measures or a wider
array of specified measures should be used as outcomes for mental health. A variety of
measures is less coherent for comparing and integrating the evidence around mental health,
but does allow for a more diverse understanding and critique of dominant ways of thinking.
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Research inequities and gaps

We asked contributors to identify the key
inequities and gaps in mental health research.
These have been grouped according to who is
left out, what is left out and how this can be
addressed.

Who?
Racialised communities

Racism and its impact on mental health has
been increasingly high profile in relation to

the promise of Mental Health Act reform, the
murder of George Floyd in the summer of 2020,
the Black Lives Matter movement and the clear
racial disparity in impacts of Covid-19 (9, 10).
The importance of exploring the differential
impacts of Covid for socially marginalised or
disadvantaged groups, in particular racialised
communities, has been raised by voices across
academic mental health (10). Early exploration
of mental health inequities in relation to race
and ethnicity in the UK during the pandemic
suggests disproportionate impacts on women of
all ethnicities, and of men from some racialised
communities, in particular those of Bangladeshi
or Pakistani origin (11). Much of this disparity is
explained by structural inequity such as people
from racialised communities being more likely
to be from socioeconomically disadvantaged
backgrounds or working in keyworker roles than
those identifying as White British.

The International Alliance of Mental Health
Research Funders were not able to develop a
metric for measuring representation of race or
ethnicity in mental health research studies, and
noted the majority of funding for research was
for high income countries, and that racialised
communities within them were largely
overlooked or invisible (7).

Researching mental health by reference to race
is limited by the lack of funding to support
necessary ‘ethnicity boosts’ in national
surveys. This leaves researchers with limited
data collected on race or ethnicity. There

are also gaps in routine service data (for
example, in the use of the Mental Health Act)
which are compounded by the widespread

use of homogenising terms and categories

such as ‘BAME’ (‘Black, Asian and minority
ethnic’) or ‘non-white’. Communities may
identify themselves through a range of

factors (for example geography, religion,
language or nationality) that may be filtered
through common experiences of migration,
discrimination, oppression, education and
housing. Some researchers have sought to
regard these multiple layers of experience as
‘confounding factors’ that need to be removed
from the picture. This unhelpfully shifts the
narrative away from addressing structural
racism as a driver of differences in mental
health outcomes between groups (15, 16).
Diverse methodological approaches, including
mixed quantitative and qualitative approaches,
are needed to capture the complex interplay of
these related factors.

Contributors to this paper raised that few
mental health interventions, from population
mental health campaigns to psychological
therapies, were developed bespoke to different
minority community needs and frames of
reference, either through cultural adaptation
(14) or through coproduction (12). Of those that
existed, few also had evaluations which were
published or recognised to be of good quality
(17). Many well established scales for mental
health may also not be validated to check they
are understood and capture mental health
states robustly in diverse populations, although
there are some good examples of this (15).

Others spoke to subtle influences of racism

in the spread of research. For example,

by emphasising the greater risk of severe
mental illness among Black men, research

may passively reinforce stereotypical and
stigmatising portrayals of dangerousness. By
contrast, an increased framing of mental health
in terms of traumatic experience was seen as
helpful for shifting the narrative away from a
racial ‘othering’ of certain populations.

LGBTQ+

Mental health inequities in LGBTQ+ individuals
have been documented widely, yet few high
quality research studies exist in relation to
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addressing the mental health needs of this
population (18). Routine data collection for
LGBTQ+ communities is also traditionally poor,
and this limits the ability for it to be addressed
in research. Contributors highlighted the need
for training so that mental health practitioners
are more comfortable with asking questions
which would enable data to be captured more
accurately. The inclusion of sexuality and
gender identity within the 2021 Census was
seen as a positive step.

Cultural adaptation of intervention was

also seen as important for this group — with
traditional IAPT models of treatment seen as
inappropriate for people who are struggling
with internalised trans/homophobia and

who may need a more bespoke approach. A
contributor reflected that academic research
on LGBTQ+ mental health needs was driven by
personal interests rather than a feature of core
programmes of work or agendas, and thus there
was little to draw upon. Research initiated by
the voluntary sector could fill this gap but may
not be valued by policymakers, and therefore
cannot influence practice in the way that
academic research can.

People with long-term mental illness

People living with a long-term mental illness
continue to be a marginalised group in
society, despite many years of anti-stigma and
discrimination campaigning from charities,
user-led organisations and professional
bodies. Many have experienced a significant
deterioration in their mental health during

the pandemic (19). There is also compelling
evidence of increased infection and far higher
mortality rates amongst people living with
mental illness during Covid-19. This highlights
the clear need to address physical health
inequalities and develop research projects that
reflect people’s lived experience and that can
improve support (20).

Inherent to the pandemic, digital equity has
become a much more pressing concern as more
services have moved online or to other forms of
remote working. Emerging research is capturing
how the changing landscape of mental health
service delivery is working for service users.

But there is a need to better understand what
works for whom and how safety can best be
taken into account (21). We also know little as
yet about who is excluded from research which
is primarily conducted online and what bias this
may build into future research (22).

Children and young people

Despite the known impact of childhood
adversity on later mental health outcomes,
there is remarkably little focus on prevention in
the current landscape. Only a third of funding
goes towards research for children and young
people’s mental health, limiting the ability of
research to inform intervention at an earlier age
(5, 11). Contributors also raised the importance
of pregnancy and the first two years of life —
the “first 1,001 days’ — on a child’s mental
health and development, and how appropriate
interventions at this stage were relatively
under-researched.

Population studies have highlighted how
children and young people are particularly
vulnerable to the impacts of the pandemic (23).
Those who are disadvantaged economically,
girls and young women, and those with
pre-existing special educational or mental
health needs are at greater risk of worsening
mental health outcomes since the onset

of the pandemic. Emerging data will also

help us understand the ongoing impacts

of experiences of trauma and disruption to
education (24). Given the current context
where sensitive developmental stages have
been changed and disrupted for all children
and young people, preventive work, access to
appropriate additional support and monitoring
are important, and will need to be addressed by
research.

Contributors raised concerns about the absence
of research on specific interventions for children
and young people, and a tendency for research
conducted with adults to be applied to children.
This includes medications that have not been
tested on children and are often used ‘off
label’. There is also little known about effective
support for young people transitioning from
child to adult mental health services (which in
many cases means losing any support), and
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there is a need to better understand what works
in relation to social interventions for young
people, for whom clinical services can feel less
relevant or welcoming (12). Current research
into implementing social prescribing for young
people in a partnership between King’s College
London and the National Children’s Bureau was
highlighted as positive progress.

Older people

Older people’s mental health, in particular
related to isolation, social exclusion,
bereavement and cognitive/physical decline,

is another area to consider in relation to equity
of mental health research. Surveys during the
pandemic have suggested that older people
have fared better in relation to mental health
outcomes than younger people, despite facing
an increased risk of more severe disease and
bereavement (23). There remain concerns that
digitally implemented surveys may exclude
some older people and may not be wholly
representative. Some research suggests those
with multiple health conditions and who have
been asked to shield have fared worse than
older people who haven’t (25), and that health/
health care related anxiety, stress of shielding
and uncertainty about the future were key
drivers of worsening mental health. Having a
routine, a slower pace of life, maintaining social
contacts and use of past experience to cope
were protective amongst this age group (26).
Understanding these risk and protective factors
better in these unusual circumstances will allow
better understanding of how to support older
people’s mental health more effectively in the
future.

Carers and families

Recent analysis has suggested carers have
been at increased risk of depression during the
pandemic (27, 28). A contributor to this project
highlighted the way society devalues the work
of carers, with caring responsibilities seen as
‘women’s work’ and given little attention in
research. Another contributor highlighted the
need to research at the level of family systems
rather than individuals alone.

Neurodiversity and learning disability

Rates of mental ill health are much higher
than average among people with neurodiverse
conditions and learning disabilities. Yet there
is little research available pointing to the most
effective interventions, or ways of adapting
them to the needs of these groups of people.

Rural communities

Available analysis does not highlight

the geographical spread of research, but
contributors highlighted underfunding of
mental health research that addresses the
needs of people living in rural areas who may
experience different risk and protective factors
for mental health.

Intersectionality

Research that only focuses on one attribute

of a person cannot capture the full range of
factors influencing their health outcomes. We
need to raise our capability and capacity to
research intersectional characteristics. This
means being able to deploy a range of methods
to dig deeply into the experiences of specific
groups of people, with an awareness of the
multiple layers of discrimination, oppression
and disadvantage that some may be facing.
Addressing these intersections allows a deeper
understanding of mental health need and
should enable the development of interventions
and approaches that more effectively help
individuals, families and communities.

What?
Prevention and public mental health

The pandemic, related measures and economic
pressures are drivers of worsening mental
health which may be adding pressure to already
stretched mental health services (2, 15). While
most people will experience distress following
disasters, not all will need clinical treatment
(16, 17). Research into community-based
approaches which could boost the protective
factors for good mental health will be important
to guide recovery at a population level. Clinical
services will not be able to serve the mental
health needs of the entire population, and
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neither would it be right to see this as the
optimal intervention for everyone (6).

There is a limited evidence base in relation to
public mental health interventions, which often
need complex systems approaches, making them
difficult to evaluate (18-20). In some areas (such
as parenting and school based approaches) a
good evidence base using traditional methods
of research exists, but there is difficulty in
translating this into sustainable and widespread
practice. For these areas, we need research
about how to deliver effective interventions at a
bigger scale, and it needs to be communicated
well to encourage wider adoption.

But there are other topics that are poorly
researched. These include looking at mental
health impacts of policies relating to areas
such as gender equity and violence, climate
change, built and natural environment, and
social security. Public health approaches
involve working with schools, workplaces,
community hubs and broader public services,
all of which are well placed to address the social
determinants of mental health (29) (30). This
should lead to a greater focus on the inequities
that drive poor mental health which should
make it easier to make the case for policies and
strategies that will make a difference (31).

Voluntary and community sector organisations
who deliver many of these public mental health
interventions face particularly high barriers to
proving their worth across the mental health
system. Clinical services and professions have
an in-built advantage in the ways research is
organised, communicated and accepted. This
leads to a ‘vicious circle’ where a narrative
around a ‘lack of evidence’ for approaches and
services that challenge mainstream provision
prevents their further development and scale-up.

Alternatives to traditional models of mental
health and research

Framing and understanding of mental health
varies between cultures, which may understand
mental health as a spiritual, moral or physical
phenomenon rather than a medically explained
or mind-based one (12, 13). It is difficult both to
capture this granularity and to value it equally
within research, especially if those that design
and fund research value a more biomedical or
‘Eurocentric’ perspective and are more likely

to award grants to applications that align with
this. Some contributors noted a historical
link between Western science and European
colonialism whose legacy may still be with us
today.

Some research suggests a preference from
service users for greater use of social models of
mental health, and for mental health to be seen
as an asset or a personal characteristic, not a
disability or deficit (32). Additionally, service
users were found to prefer use of wellbeing
measures aligned to their experiences over
professionally-determined scales (33).

Those with lived experience or who had
experience with service user-led research
felt that research too often happened ‘on the
outside looking in.’

Researchers may not share similar
characteristics to the people they are
researching, especially if the people are from
socioeconomically disadvantaged or racialised
communities, or identify as having disabilities.
This can mean that those conducting research
may prioritise and interpret findings differently
to those being researched. The quantitative
interpretation of results was challenged as
often not being ‘informed by the lifeworlds’ or
experiences of those who are being researched.

An example of potential ‘blind spots’ was given
by a contributor, where research into ethnic
disparities in success of clozapine treatment did
not take into account increased diabetes risk
and medication stigma in African and Caribbean
communities.

Research participants may also be more
comfortable and willing to engage with research
when the researchers themselves embody their
lived characteristics, highlighting the value of
representation.

One contributor pointed out that while most
mental health clinical professionals in the UK
had established routes to becoming clinical
academics, counselling and psychotherapy
professionals (apart from those with
psychological training) were excluded from this
due to non-statutory regulation, which acted as a
barrier to professionals in this area contributing
to the mental health research agenda and
developing the evidence base for the field.

¢asodind Joy J14  1¥0TY  UINE3H JBIUBWN J0j B13UB)



Reflection

(mental) health.

Others noted that the skillsets and knowledge
gained by community organisations were
particularly well-placed to explore how best to
implement interventions and change. They might
offer experience-driven analysis of what limits
progress in real-world settings. Locality-based
participatory research can evolve better tailored
interventions and policies for mental health.

This could, for example, be led by a housing
association or a community collaborative who
make or have a strong say in the funding decision.

Contributors were keen to highlight the
importance not only of shifting funding

to alternative settings, but investigating
complementary ways of understanding mental
health, of recognising unmet needs, and of
testing out new approaches in the real world.

Data collection

A gap exists in relation to timely collection of data.
This has been increasingly apparent in relation

to the need for rapid knowledge generation and
mobilisation as a result of the pandemic. Recent
literature suggests that the quality of many rapidly
developed population surveys and intervention
trials is poor, including with regards to:

One contributor highlighted how our understanding of mental health focused on it being linked
to the brain, but that increasingly the role of other parts of the body, especially the gut,

were being recognised as potential sources and areas of manifestation of mental illness. The
comorbidity of mental and physical illness is also well documented and areas of study such as
psychoneuroimmunology attempt to explore this relationship. The social world and in particular
discrimination is also implicated here, with pathways hypothesised where chronic stress is
associated with increased ‘allostatic load’. This concept denotes biological dysregulation or
‘weathering’, a concept related to increased inflammation which can lead to the development of
chronic physical illness and ageing. Research in this area suggests mental and emotional health
is directly linked to physical health, and not just through ‘behaviours’.

While most therapies available focus primarily on working with brain-based cognitive and
emotional processes via drugs or psychological therapies, a broader understanding may allow
further exploration of the interrelatedness of our body as a whole with our mental health. This
could lead to therapies that address the two better and perhaps even offer further solutions that
use ‘bodily situated’ manifestations of mental health as a starting point. This type of research is
likely only to be possible with interdisciplinary engagement.

A question was also raised as to whether questionnaires that were framed in a cognitive way,
linked to brain-based understandings, could also constrain people’s understanding of their
own mental health, and whether this may distance them from a ‘complete’ experience of their

e Ensuring adequate representation of the
population

e Valid and appropriate measurements

e Appropriate analyses in regards to causal
and confounding factors

e Transparent methodological reporting
e Use of qualitative methods

¢ Inclusion of those with lived experience or
real coproduction (6) (15).

A lack of adequate infrastructure to rapidly
coordinate research efforts, avoid duplication
and encourage collaboration was also raised
(6). Much of this research may not represent a
valuable use of time and resource, or importantly
benefit those being researched without
reflection and learning going forward. There is
also significant delay in obtaining accurate data
on trends in suicide, due to the lack of adequate
infrastructure to identify, classify and report
potential suicides in a timely manner. (However,
there is currently a programme of work taking
place to address this important gap.)

The need to acknowledge the ‘biopsychosocial’
context of what creates or harms our mental
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health is becoming more widely recognised.
However, many health service records are not
readily linked to data on wider social factors
such as housing and employment that would
allow an integrated analysis of these factors,
as well as an assessment of the impact of
interventions. Similarly, national surveys and
cohort studies do not always collect data across
all the biopsychosocial domains alongside
granular detail on mental health and wellbeing.
For example, it is difficult to find datasets

that capture both a child’s mental wellbeing
and their household circumstances — quality
of relationships, financial status, or parental
mental health.

Getting access to data is costly and difficult,
particularly where organisations need to
develop data-sharing agreements that assure
confidentiality. There are signs that this is
beginning to improve as a result of national
guidelines from NHS Digital (35).

How?
Building trust, collaboration and coproduction

One contributor, speaking from a community
perspective, discussed how they had no faith
that the research they wanted to do would be
kept intact if they partnered with an academic
organisation to get funding. It was difficult for
them to obtain funding directly from the bigger
research funding organisations without university
or NHS credentials. They were able in the end

to source skills for free from willing individuals

to carry out research with their community. But
they recognised that this was not a viable or
sustainable choice for many communities.

Contributors were keen to also showcase good
practice with reciprocity or ethical dissemination
where communities would gain transferable
skills in return for participating in research.
They also emphasised the need for building
sustainable relationships and redressing power
imbalances in the course of the research (12).

Trust and reciprocity were also raised as being
especially important for young people — with

an example of work placement apprenticeships
offered as a way a young person could also gain
from participating in research.

Contributors emphasised the importance of
sensitive research with parents and children:
whilst the interrelatedness of parental and child
mental health in families is well recognised,
excessive determinism can lead to blaming of
parents or negative attitudes and beliefs about
the future.

The American Organisation, Chicago Beyond,
has developed a guidebook for research
organisations and funders looking to redress
the power relationship in research (36). Key
aspects to address are outlined in Figure 4.
Adopting ‘value based’ or ‘compassionate’
research can ensure that issues such as equity,
unintended and adverse consequences, and
trust and reciprocity are consciously addressed
as part of the research process.

Figure 4: Chicago Beyond: Key areas to rebalance and establish trust with communities in research

Access

Could we be missing out on community wisdom because conversations about
research are happening without the community meaningfully present at the table?

Information

Can we effectively partner to get to the full truth if information about research
options, methods, inputs, costs, benefits, and risks are not shared?

Validity

Could we be accepting partial truths as the full picture, because we are not
valuing community organisations and community members as valid experts?

Ownership

Are we getting incomplete answers by valuing research processes that take from,
rather than build up, community ownership?

Value What value is generated, for whom, and at what cost?

LT ELTTA Are we holding funders and researchers accountable if research designs create

harm or do not work?

Authorship

Whose voice is shaping the narrative and is the community fully represented?

éasodind Joj 14 |§Od3IY  UIeSH 1BJUB JOj 313Ud)



Lived experience and survivor leadership

Contributors were clear that ‘peer research’
approaches, where research is carried out

by those with lived experience or common
characteristics to those being researched, leads
to deeper and more authentic findings (37).
This approach challenges assumptions that only
certain ‘qualified’ individuals and institutions
are able to generate knowledge about the
world (38). This may be important when
addressing gaps in knowledge which impact

on marginalised groups of people, especially
where those gaps reflect existing imbalances of
power.

Contributors highlighted the importance of
addressing equity and diversity throughout the
research pathway: in prioritising and designing
research, choosing funding, and implementing
and disseminating findings. While research
generally now includes ‘patient and public
involvement’ as a necessary element, the extent
to which its potential has yet been realised is
open to question. Contributors spoke to the
importance of constructing advisory panels with
diverse perspectives and attendance to who

is and isn’t in the room. Inclusion is therefore
important as an intrinsic practice within
research, and not a marginal exercise.

Reflection

aspects of research.

research.

Whilst many funders require demonstration

of meaningful engagement with patients

and the public in research development and
implementation, in reality it is often tokenistic.
Those with lived experience often have little
opportunity to influence what happens. A
recent review of Patient and Public Involvement
in realist reviews found that ‘contributor
involvement refers to stakeholders, experts, or
advisory groups (i.e professionals, clinicians,
or academics)... Patients and the public are
occasionally subsumed into these groups and
in doing so, the nature and impact of their
involvement becomes challenging to identify
and at times, is lost completely’ (39).

Some contributors felt that the funding of
research infrastructure often did not allow for a
significant budget to meaningfully or creatively
engage with those with lived experience. The
structure of research pathways, where funding
and priorities may be set prior to engagement,
and difficulties in obtaining the right education
and training, acted as barriers for those with
diverse experiences in actively engaging with
or even leading research. Some people from
service user led organisations found it much
harder to gain funding due to a questioning

of the reliability and credibility of their skills.
Smaller organisations are also often excluded
from larger projects because they cannot meet
criteria for financial assurance that they could
manage larger budgets.

Contributors raised the importance of identifying differences between lived experience leadership,
peer research and consultancy. Some people with lived experience may not feel comfortable
engaging with more technical aspects of research and would want a more limited role. Others
may want to take up opportunities for leadership. There are examples of research leaders

who have effectively used their own subjectivity and lived experience to inform and guide their
research. This presents a challenge to the supposed ‘need’ to seek scientific neutrality in all

It points to the conclusion that researchers need to be aware that, like anyone, their view of

the world is subject to their own identity and life experience. Recognising this can be valuable

to understanding and taking into account the inherent assumptions, for example whiteness (or
not), maleness (or not), ableness (or not), professional training (or not), that may be guiding the
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Bridging between parts of the system

Research that reflects and responds to inequity
in mental health requires a wide range of skill
sets across different sectors and disciplines,
combining clinical, academic and lived
experience expertise. Critical humanities
approaches to mental health were not often
funded by the same bodies as clinical research,
for example. They are also rarely conducted
collaboratively or published in the same
journals.

There is therefore a need for interdisciplinary
and collaborative skills and spaces to combine
these skill sets and knowledge. This should
extend to valuing the research conducted
through the voluntary and community sector,
where complementary skills and knowledge can
bring further new perspectives to this collective
effort. Acknowledging the inherent hierarchies
held within the system, and exploring ways of
working that encourage reflection and balance
the power of different actors to flatten those
hierarchies, are key to effective cross-sector
collaboration.

The undervaluing of mental health research
compared to physical health in health sciences
circles, and the difficulty in getting alternative
approaches published in influential journals,
are major barriers to recruiting and retaining
talented mental health researchers. This may
be offset by an increasing momentum and
recognition of the importance of mental health
research in the post-pandemic climate. It is
difficult to align biomedical measures with more
psychological ones which are less physically
tangible and (arguably) rely more upon
subjective measures. The weighting of objective
measures as more ‘accurate’ in traditional
evidence frameworks can be viewed as subtly
undermining psychological and qualitative
approaches. Academics also described a lack
of consensus on appropriate proxy social
outcomes (for example, relating to educational
achievement, employment or housing status)
linked to mental health. Yet without appropriate
measures it is difficult to meaningfully study
these factors within the timescale of a research
project.

Traditional hierarchies of evidence favour
Randomised Controlled Trials and systematic
reviews. Commissioners and policymakers
sometimes want to see this ‘higher quality’
evidence in order to justify spending on new
interventions. This is not, however, applied
consistently. Political will and personal or
professional interest can still over-rule robust
evidence in policymaking and commissioning
across many sectors. And the height of the
barrier to investment may vary according to the
extent to which an issue is seen as politically
important or needing an urgent solution.

“..research funding, research activity, and

the published evidence base are all heavily
skewed towards studies that attempt to identify
simple, often short term, individual-level health
outcomes, rather than complex, multiple,
upstream, population-level actions and
outcomes...” Rutter et al., 2017 (40)

Nutly et al. (41) highlight that hierarchies
based on study design neglect other important
and relevant issues around evidence. Such
hierarchies:

e Undervalue good observational studies

e (an lead to the loss of useful evidence when
ranked and synthesized according to a
hierarchy

e Pay insufficient attention to the need to
understand what works, for whom, in what
circumstances and why

¢ Do not give sufficient information for clinical
or public health decision-making.

In many mental health and public health
settings, it is not possible to develop this
controlled environment, and this may not be an
appropriate way of gathering evidence.

Chicago Beyond (36) and the Patient Experience
Library (42) highlight the problems with the
way these hierarchies of evidence undervalue
the insights of communities and of people

with lived experience. This leaves a gap in
alternative frameworks for valuing appropriate
evidence for different purposes. In order to
effectively address real world challenges, new
frameworks or ‘typologies’ could be developed.
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An example of a typology of evidence is shown

in Figure 5 (43). There are also some more

creative approaches that have been developed

with the University of Exeter’s Index of Evidence

project cataloguing our changing relationship

with what constitutes evidence in a ‘post-truth’
world. Importantly, alternative typologies or
frameworks should acknowledge that valuable
evidence can be generated from outside
academia.

Figure 5: An example of a typology of evidence (adapted from Muir Gray,

from Petticrew and Roberts) (43)

Research question

Qualitafive
research

Case- Quasi- Non
control Cohort experimental experimental Systematic

Survey studies studies RCTs  studies evaluations  reviews

Effectiveness
Does this work? Does doing this work better than doing
that?

Process of service delivery
How does it work?

Salience
Does it matier?

Safety
Will it do mare good than harm?

Acceptability
Will children/parents be willing 1o or want 1o lake up the
service offered?

Cost effectiveness
Is it worth buying this servica?

Appropricteness
Is this the right service for these children?

Satisfaction with the service
Are users, providers, and other siokeholders satisfied
with the service?
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Doing things differently

In this section we highlight some approaches and not the only examples of good practice. But
that have been used in practice to overcome they are illustrative of the kinds of approach that
inequities and structural failings in mental health  have been tried and may help to spark further
research. These are by no means exhaustive innovation, development and system change.

Centre for Society and Mental Health: Building sustainable community-research
partnerships

In early 2020, the Economic and Social Research Council’s Centre for Society and Mental
Health launched its vision to develop research which promotes and sustains good mental
health in communities, and to assess the impact of rapid social change on mental health,
through working in partnership with groups most affected. This work is structured within three
interrelated programmes of research, underpinned by platforms exploring new and existing
theoretical, methodological and conceptual approaches across multiple disciplines. As an
example of this, the “Young People and Social Transitions” and “Marginalised Communities”
programmes utilise co-design and coproduction approaches with experts by experience,

peer researchers, and community sector partnerships, such as Black Thrive Global and Thrive
London, to embed research with schools and their surrounding communities, contextually and
collaboratively.

This structure enables the development of a robust set of principles centred on collaborative
models for knowledge production. It places emphasis on the practice of inclusion in research
and translation of evidence into practice across sectors. This means:

* Facilitating research with and by communities that have been silenced and marginalised
(demonstrating the value of experts by experience peer research models)

e Demonstrating respect for the existing leadership within communities
e Building trust, defining and rethinking power distributions to practice reciprocity

e Building sustainability through committed time and resource.

Through iterative processes, collective intentions, processes, and actions have to be critiqued
as rigorously as research questions, ethics and methods.

Diverse models of working are also being explored, including hybrid community/voluntary
sector/university joint research, and community engagement posts that challenge notions of
everything from essential job role criteria to what constitutes evidence. Key learning points
thus far include:

e Ensuring upfront, transparent conversations about fair pay (e.g., beyond university pay
grades) and markers of esteem

e Ownership of data and intellectual property

* Resource accessibility

e Crediting work and co-authorship (e.g., reports and publications)
e Maintaining accessible communication and feedback

e Sustaining adequate resource

e Being flexible and responsive to changing needs

® Fostering relationships which are sustained and mutually beneficial.
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ON TRAC: A partnership between mental health services and faith communities

The ON TRAC project, funded by the Guy’s and St Thomas’ Charity, is a collaborative
partnership between King’s College London, South London and Maudsley NHS Foundation
Trust, and Black faith community groups in Southwark and Lambeth (44). The project is
underpinned by the need to address mental health disparities in Black communities and to
address stigma. It is sensitive to the local context — recognising that the borough of Southwark
has the greatest concentration of African Christianity outside Africa and that many Black
service users consider a positive relationship with their faith as central to wellness. Many hold
parallel religious and moral explanations alongside accepting a medical model (45). Local
research has also suggested that there is a desire for social distance from those with mental
illness and their families.

The project involves training of Mental Health Champions, nominated members of church
congregations who will act to promote mental health awareness and signpost individuals and
families to services. This aims to improve mental health literacy and access to support.

The project will also create a register of trained Faith Consultants, who have a leadership

role within their community and can offer advice to health professionals seeking to provide
culturally informed care. Finally, by designating Faith Community Lead staff within SLaM,
there is an acknowledgement of the importance of cultural competency within an NHS
organisation. Project leads acknowledge that this cannot be tokenistic, but instead requires
long-term commitment to work closely with the community that it serves. In the long term, this
partnership aims to promote mental wellbeing, increase access and improve the experience of
mental health services for this population.

Taraki: Championing intersectional mental health needs

The voluntary, community, and social enterprise sector is essential to ensuring mental health
research is diverse and inclusive. The understanding present in the sector can be seen through
the number of culturally appropriate services that are both led by and tailored to support the
needs of racialised communities.

Taraki is an organisation working with Punjabi communities to reshape approaches to mental
health. Taraki sought to respond more closely to the experiences of Punjabi communities
during the Covid-19 pandemic. It wanted to look beyond research that sought to explore the
experiences of racialised communities as a whole.

In July 2020 Taraki worked with other community-based organisations to develop a research
project which explored mental health in Punjabi communities during Covid-19 (46). This
involved data collection through surveys and interviews which were conducted by a team of
citizen scientists, all motivated to improve mental health in Punjabi communities. The results
of the research showed that Punjabi LGBTQ+ communities, first generation Punjabi migrants
and those with comorbidities were sub-groups particularly impacted by lockdown, indicating
the importance of an intersectional approach to this topic. The research also found that those
interviewed were most likely to seek support through family, friends and faith, and would
prefer integrated physical and mental health support.

As a community sector organisation, Taraki was well placed to both communicate results and
drive change in communities, using social, local and international media as well as academic
conferences and engagement with policy stakeholders. From this research, Taraki has
successfully applied for grants which helped to scale mental health and wellbeing support for
Punjabi LGBTQ+ communities, and develop a workstream around mental health and faith which
has reached hundreds through workshops.
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Mental Health and the Developing Mind: Young people’s involvement in a funding
panel

UKRI Adolescent Mental Health and Developing Mind Programme is a £35 million programme
of research funding looking at the different factors that shape the developing adolescent
mind, and how they affect lifelong mental health, educational attainment, wellbeing, social
relationships, and behaviour. From the outset, there was recognition that young people should
play a key role in shaping the funding calls.

In the main funding call to date, a total of 31 young people between 17 and 24 years of

age have been involved. UKRI approached a variety of different voluntary and community
sector and academic organisations (e.g. National Children’s Bureau, the McPin Foundation,
YoungMinds, Anna Freud Centre, Institute for Mental Health) as well as investigators from prior
awards to advertise for the role across their networks. This approach aimed to attract a diverse
group of young people who were also geographically spread.

Care was taken to support the skills, confidence and capacity of the young people
collaborating with this work. Documentation was designed to be as accessible as possible
and there were in-person opportunities for questions and support, as well as flexibility around
when meetings were arranged. Workshops were run which focused on general knowledge and
understanding of research, co-facilitated by young people. This covered scientific terminology
to ensure understanding of the more complex science in the applications, and explored the
criteria that they were asked to assess applications against.

Programme leads reflected that young people provided particularly valuable input in assessing
applications in relation to:

e Inclusion: whether applicants appropriately considered how to effectively involve young
people, including those with lived experience of mental health issues, throughout their
project

e Relevance and importance: how relevant proposals were to the mental health and
developing mind of those between 10-24 years old, and their potential for high impact on
the lives of young people.

In relation to the main £24 million research call, young people were involved in:
e Establishing a pre-call advisory group, to shape how young people were engaged.

e Scoring applications and participating in the Experts Panel as full panel members with
equal voting rights

e (Co-facilitating a compulsory workshop for successful Stage 1 applicants in order to help
them strengthen young people’s involvement in their proposed research for Stage 2

e Attending Stage 2 interview panels as full panel members with equal voting rights, with all
interviews including questions from a young person reviewer.
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Keeping Control: Supporting dignity and respect for service users

‘Keeping Control’ was a 16 month qualitative study funded by the NIHR School for Social Care
Research (47, 48). The research sought to address a gap in knowledge relating to experiences
of targeted violence and abuse against people with mental health problems in light of changes
to adult safeguarding policy. The topic was identified as particularly appropriate for user led
research as it was directly concerned with user experience. The authors said that the aim was 'to
enable service users to find the voice and the freedom with which to talk about these profoundly
sensitive issues, and enable us to reach practitioners and policymakers with a view to effecting
change’ (48).

The principal investigator was a service user researcher and the study was coproduced with
practitioner academics alongside service user researchers. The work focused on not only
producing knowledge but stimulating change. Preliminary findings from the service user
interviews were discussed with key stakeholders such as the police, mental health and adult
safeguarding practitioners, researchers and policymakers.

Shared aims and values and working to a set of agreed principles supported the coproductive
working in the core research team. This meant that collective approaches to decision making,
data analysis and interpretation were taken as far as was practicable within a hierarchical
university culture. The research was conducted according to ethical principles of user-led
research: transparency, respect, flexibility, accessibility, empowerment, a commitment to
change, clarity about the underlying theoretical approach, accountability and reward for
participants’ time and support.

The project found differences between mental health service users’ experiences and concepts
of risk, and those of practitioners. Histories of trauma, living with fear and stigma as well as
mental distress, the effects of ‘psychiatric disqualification’ and individual blaming added

to the distress and often prevented service users seeking help. Fragmented responses from
services led to an experience of being ‘lost’ rather than well supported. Service users reported
that they needed mental health and adult safeguarding practitioners to listen and believe
them; to be accountable and responsible; to take ownership of the issue; and to help them
pursue justice.
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Hearing the Voice: Interdisciplinary research on hearing voices

Hearing the Voice is a large interdisciplinary research project funded by the Wellcome
Trust and based at Durham University. Since 2012, the project has brought researchers

in anthropology, cognitive neuroscience, literary studies, history, linguistics, medical
humanities, philosophy, psychology, religious studies and theology together with
voice-hearers, clinicians and other experts by experience in order to deepen collective
understanding of hearing voices. The project has focused on the experiences of people
who hear voices across multiple sites and contexts, past and present, challenging received
distinctions between so-called ‘normal’ and ‘pathological’ experience. In addition to its
published academic outputs, Hearing the Voice has developed a digital health intervention
for use in psychosis services, mounted the world’s first major exhibition on hearing voices,
and produced the most comprehensive website to support voice-hearers, their allies and
mental health professionals.

Enabling 38 core team members from different disciplines to work with over 148 cross-
sector collaborators has required a significant investment of care, time and specialist
expertise. Barriers to effective interdisciplinary working include the absence of a shared
vocabulary, conflicting methodologies, a lack of trust, and divergent views concerning the
value and desired outcomes of research. Creative facilitation has been a cornerstone of the
programme’s practice and key to tackling these challenges. Fortnightly research meetings

led by a Creative Facilitator enabled the core team to exchange ideas, present preliminary
findings and identify cross-cutting research questions. Innovative tools and approaches
ranging from the design hackathon to arts workshops helped to flatten existing hierarchies,
as well as generate new approaches to research. The emphasis on a multiplicity of
perspectives worked against the dichotomisation of ‘expert’ clinical/scientific knowledge and
‘lived experience’. This dedicated space for interdisciplinary inquiry and experimentation, not
tied to specific outputs or outcomes, was key to achieving the research goals of the project.

Hearing the Voice’s interdisciplinary practices are further elaborated in the “Working
Knowledge” publications.
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Monitoring the mental health of NHS staff during the pandemic:
Rapid cross sector collaboration

At the start of the pandemic, a group of London based researchers and clinicians recognised
the importance of monitoring and addressing the mental health of NHS staff and wanted to
explore this in three major South London NHS trusts where they worked. This began as “own
account” work, but they were able to sustain projects by acquiring small seed funding from
King’s College London and University College London, awarded via internal competition. The
project team was then able to secure a £30,000 grant from a small charity, the Rosetrees
Trust, with an interest in medical research. This allowed the team to complete data collection
from an initial pilot study in London and obtain preliminary data.

This initial pilot work and data enabled the team to successfully bid for substantial (over
£500,000) UKRI Research Council funding (from the Medical Research Council) which
facilitated nationwide expansion of the study. The national expansion afforded the project
“Urgent Public Health Priority” status from the NIHR, which opened the door to using local
resource across a broad geographical area via the Clinical Research Networks supported by
NIHR Applied Research Collaborations, NHS England and NHS trusts. At the time of writing, the
study now includes 27,000 participating NHS staff across 18 trusts.

The study leads reflected on the importance of leveraging local and charitable funding streams
to provide initial ‘proof of concept’ to enable substantial support for projects later on. Larger
funders and policymakers were then able to release research and development support on

the ground for expansion of projects, working in a complementary manner. The research

was developed in incremental steps and recognised that many voluntary and community
organisations have limited resources, but which, when harnessed appropriately, can act as a
“force multiplier” to unlocking national funding which would not have been accessible at the
outset. In this example, the VCS contribution was a key and valuable addition for the project,
leveraging a twenty-fold increase in the amount available for the research.

Shifting the Dial: community action, evaluation and charitable funding

Up My Street was a series of community projects working with young Black men in Birmingham
to support resilience through the use of creative arts. It was funded by Mind and led by local
organisations in the city, including Birmingham Repertory Theatre and First Class Legacy.

Up My Street’s evaluation report by Centre for Mental Health, funded by Comic Relief, found
that the projects successfully challenged racist stereotypes that affected the young men’s
wellbeing — for example, by celebrating Black culture and providing positive adult role models.
The evaluation was conducted by peer researchers — young men from the Black community —
who produced a video about the project and presented the results in the Houses of Parliament,
as well as producing a written report (53).

Following the evaluation, the National Lottery Community Fund encouraged and supported

the project’s partners to develop a new, larger-scale project to build on Up My Street’s work
and bring about system change. The result, Shifting the Dial, seeks to boost young men’s
resilience and life chances, including by creating platforms for them to influence how public
services such as education, public health and policing in the city affect their wellbeing through
their policies and practices. This has already resulted in citywide events focusing on schooling,
public health, youth violence and the impact of Covid-19, attended by local leaders and

MPs. And it led to the development of a resource for schools (54) and a policy briefing on the
experiences of young Black men of the pandemic (55).
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Looking forward - ambitions for the future

In this section we outline suggestions for
addressing current inequities to improve mental
health research over the next 5-10 years. All of
these have been attempted before and there
are many successful examples. We advocate

an enhanced focus on doing more of what has
already worked where appropriate, reflecting on
the values inherent in the research and learning
from others’ experience and skillsets. While

we recognise that everyone has a role to play,
funders and policymakers may often be best
equipped to facilitate these changes.

It is important to acknowledge that there

are many unknowns in terms of the most
appropriate approaches to address mental
health needs, meaning genuine collaborations
are important, alongside appropriate ways

to evaluate outcomes of these complex
approaches. While there may not be one right
answer to addressing inequities in mental
health research, there may be many better ways
of doing research to get there.

1. Better representation: Research funders and
producers must ensure wider representation
of groups and communities that have been
silenced or overlooked. This can be achieved
through:

a. Measuring and enhancing ethnic
representation in datasets and research
funding, and increasing the expectation for
high quality work in this area

b. Enhancing representation of other key
dimensions of ‘invisibility’ in datasets,
including gender, sexuality, neurodiversity
and digital exclusion

¢. Improving the quality, quantity and value
of contribution that service users and
those with diverse lived experience can
make, from agenda setting, providing peer
review, making or influencing decisions on
publication, and communicating findings
and recommendations.

2. Equalise opportunities to create, share

and use knowledge: Research funders and
producers must invest in widening the range of
people and organisations that can get research
funding and build their research capacity. This
can be achieved through:

a. Investing in research infrastructure and
skills development in academia, statutory
services and the voluntary and community
sector that allows meaningful two-way
engagement with communities and, where
possible, coproduced and participatory
research

b. Developing values-based research funding
that identifies equity, accountability, trust
and partnership as core considerations of
good mental health research

c. Creating opportunities for non-traditional
organisations, especially those that are
user- or survivor-led, and those bringing
alternative and complementary research
models, to access research funding

d. Providing gateway educational
opportunities to help people with diverse
identities and backgrounds become
involved in and, where possible, lead
research

e. Increasing training opportunities to support
clinical academics across the whole mental
health workforce

f. Widening the target audiences for research
communication activities outside academic
journals and conferences: to engage with
people, communities, policymakers and
practitioners to create ‘on the ground’
change.
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3. Developing research in key areas: Research
funders and policymakers must ensure
resources are targeted towards key areas that
will help to build the evidence base for tackling
mental health inequalities. These include:

a. Earlyyears, children and young people
b. Prevention and promotion

c. Using complex systems approaches to
improve population mental health.

4. Integrating different types of knowledge:
Research funders and producers must find ways
to bring together different types of knowledge
in the production of evidence to inform policy
and practice. This can be achieved through:

A cross-sector programme of work to
develop a best practice framework for
policymakers and practitioners which
addresses the value of different forms of
mental health evidence

Investing in collaborative and joint datasets
that engage with social determinants of
mental health alongside other factors, and
which include data from varied sources

Piloting a new funding model to build a
more integrated approach to research
which values a wider range of evidence
and research. This could be tested within
one topic area to identify what works,
what hinders progress, and what helps to
overcome any barriers.
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Glossary of terms

Positivism

A philosophical system or perspective which
recognises only knowledge which comes from
things that can be experienced with the senses
or proved by logic/mathematics, and therefore
can reject other ways of knowing including
metaphysics and spirituality.

Colonialism

Colonialism is the control or governing
influence of a nation over a dependent country,
territory, or people. In relation to the UK
context, this relates to the ongoing impacts of
the British Empire and includes migration and
the history of oppression, subjugation and
slavery of people from colonised countries in
particular from Asia, Africa and the Caribbean.
It is also closely linked with ideas around race
and power.

Race and racism

Race itself is a socially constructed criteria
that contributes to social positioning, life
chances and experiences, and health status
of individuals; with associated prejudice and
discrimination when some races are seen

as superior to the ‘othered’ groups (50). It is
closely linked with being of an ethnic minority
and also with religious or other beliefs.

Racism can be interpersonal. It can take more
subtle forms such as internalised beliefs

of being lesser or shameful. It can also be
structural — linked to structural disadvantages
which include poverty, unemployment,
housing, poor neighbourhoods and schooling
opportunities being experienced to a greater
extent by ethnic minorities through historical,
political and cultural landscapes and legacies of
colonial rule that shape the opportunities and
position of these groups (51) (52). Institutional
racism can occur when services may fail to
provide appropriate and professional services
to people because of their colour, culture or
ethnic origin (50).

Inequality

A situation in which money, health or
opportunities are not shared equally or are
unevenly distributed between different groups
in society.

Inequity

Inequity refers to unfair or unjust and
differences, which are avoidable. Often these
arise from poor governance, corruption,
unconscious bias, prejudice or cultural
exclusion.

Syndemic

A syndemic or synergistic epidemic is the
aggregation of two or more concurrent or
sequential epidemics or disease (or risk factor)
clusters in a population with interactions
which exacerbate the prognosis and burden

of disease: for example, domestic violence,
substance misuse and mental health problems.

Complex systems

In a complex system, the system itself has
properties that are more than just the sum of
its parts. Examples of complex systems include
ant-hills, human economies, climate, human
beings. Complex systems science takes into
account the interactive properties of these
parts of the systems, sensitivity to external
changes (openness to environment outside

the system), feedback loops within a system,
and the existence of stable states or properties
which can be disrupted to cause major changes.
In relation to mental health research, complex
system methods and approaches look at the
interaction and combined properties of different
determinants of mental health in a system.
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